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Starting from Cunningham et al.’s [Seizure 11 (2002) 500] attempt to develop a guideline for giving the diagnosis of childhood
epilepsy, the paper discusses the specific difficulties emerging on the way towards a standardisation and development of guidelines
for the disclosure of diagnosis. The major objective of disclosure is to enhance positive adaptation towards epilepsy and its
associated stressors and treatment demands. Adaptation to a chronic disease, however, depends on subjective processes of stress
appraisal and coping response. Supporting adaptation by favourable strategies of disclosure therefore requires to explore and
respond to the very personal perception of the medical and psychosocial consequences of the disorder. The broad interindividual
variation of subjective anxieties therefore entails the necessity to individualise the procedure of telling the diagnosis in order to
maximise its goodness of fit to patient and family characteristics. A procedure is suggested that integrates the individualisation
of information provision and counselling, on the one side, and the efforts of standardisation and guideline development, on the
other side, in order to improve resulting disclosure practice.
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INTRODUCTION
In a recent survey in Seizure on current practise of
British Paediatric Neurologists concerning disclosure
of childhood epilepsy, Cunningham et al.1 intended
to develop a guideline for the procedure of giving the
diagnosis. Responses to their questionnaire, however,
revealed very heterogeneous practices and recommen-
dations making it impossible to derive a prescriptive
guideline defining best practice. At first glance, the
impossibility to conclude a guideline from current
practice may appear disappointing; at second glance,
the delineation of a prescriptive guideline would
have been counterproductive for true enhancement of
disclosure practice coming to me as a relief that Cun-
ningham et al.1 did not succeed. I would like to out-
line that attempts to develop standardised guidelines
for the process of telling the diagnosis of childhood
epilepsy are faced with the requirement to incorpo-
rate the high variability of coping responses in the
patient and the family. Improvement of current prac-
tice will need an integration of standardisation and of
individualisation.
DISCLOSURE OF DIAGNOSIS FROM
THE EVIDENCE-BASED MEDICINE
(EBM) PERSPECTIVE
We have come to learn from the EBM paradigma that
basically there should always be one best approach
for medical problem solving with the only difficulty
remaining to determine it by sufficient evidence. If
this applies to neurological decision making and im-
plementation of good practice in epilepsy care (cf.
Reference 2) why should not it also apply to the defi-
nition of an optimum approach to giving the diagnosis
of childhood epilepsy?
Following the EBM paradigma, efforts to improve
physician–patient interaction start with the definition
of the outcomes intended to be optimised3. The most
relevant outcome characterising a disclosure strategy
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as favourable or unfavourable refers to the enhance-
ment of a constructive adaptation process in the patient
and the family comprising the following indicators:
• a sufficient information on disease and treatment as
a basis for adequate emotion regulation and prob-
lem solving in the family,
• mutual trust within the communication triad of
child, parents and physician as a basis for a long-
term motivation and adherence to antiepileptic
therapy,
• satisfaction with the disclosure procedure,
• enhancement of a mutually supportive individual
and family coping process,
• subjective experience of control over the disease
and its subsequent stressors (empowerment),
• maintenance of quality of life in the patient and
the family.
LESSONS FROM COPING RESEARCH
Defining enhancement of adaptation to diagnosis of
childhood epilepsy as the major objective and out-
come of disclosure, we have to take into account the
overwhelming evidence from coping research that the
quality of adaptation is not primarily determined by
the objective stress impact of a chronic disorder but
by the subjective appraisals of threat, loss and harm
that are elicited by its diagnosis4. Despite suffering
from the very same medical condition of epilepsy, the
subjective appraisal of stress and of available coping
resources depends largely on psychosocial charac-
teristics. As a result, they vary tremendously among
patients and parents which in turn leads to a high vari-
ation in coping responses and adaptation outcome5.
The aim to optimise the adaptation process via a
favourable disclosure necessarily requires to focus on
subjective stress appraisal as the critical antecedent of
adaptation outcome. In correspondence to the broad
interindividual variation of stress appraisal, the clinical
approaches to tell the diagnosis will vary in order to
meet the sometimes very individual sources of anxiety.
Outcome of disclosure: not a function of
specific strategy but of its goodness of
fit to patient characteristics
On that background, Fig. 1 conceptualises the outcome
of giving the diagnosis not as a direct function of a
certain, interindividually valid, best practice of infor-
mation provision but as a function of the goodness of
fit between a professional approach chosen, on the one
side, and specific subjective patient characteristics, on
the other side. The critical challenge for the paediatric
neurologist is not to follow a more or less fixed guide-
line on topics, sequence and strategy but to optimise
the matching of objective information provision, on
the one side, and subjective needs and preferences, on
the other side. Patient satisfaction with the disclosure
process and the informing doctor will then increase
along with the experience that the very subjective
concerns have guided the contents, sequence and style
of the consultation. Exploring and addressing the sub-
jectively distressing topics will enable the physician
to provide the specifically needed and therefore most
relieving support. The better the professional infor-
mation provision and counselling is matched to the
sources of subjective stress experience the better we
can expect the effect of disclosure on the individual
coping process and adaptation outcome. Two studies
are cited in short to support this suggestion.
Ryan et al.7 very recently published a study in
Seizure that highlighted the risks of discordance
between parents and physician perspective for the
long-term success of childhood epilepsy treatment
and for the child’s development. They found evidence
that parental satisfaction with care is related to the
degree of concordance concerning the overall impact
of epilepsy on the child and the extent of associated
parental worry indicating that it is very important for
the parents that the physician recognises the inner,
subjective side of the childhood epilepsy. We can sus-
pect that the critical situation of diagnosis disclosure
sets the course for the initiation of such a long-term
parent–physician concordance.
In a study of our own6, we interviewed 40 par-
ents in order to analyse their retrospective experience
concerning disclosure of epilepsy in their child in a
German university paediatric clinic. The major source
of mismatch between information provided by the pae-
diatric neurologist and information needed by the par-
ents was the issue of the child’s future neurocognitive
and psychosocial development. A frequent complain
of the parents referred to the neurologist’s failure to
explore and respond to the subjective anxieties elicited
by the diagnosis. We could identify another striking
violation of the principle to match disclosure practice
to the individual needs: A more severe prognosis in
the individual child was significantly associated to a
smaller extent of information and counselling offered.
INTEGRATING STANDARDISATION AND
INDIVIDUALISATION WITHIN THE
DISCLOSURE INTERVIEW
Some reader may endorse to the emphasis on the
subjective nature of adaptation, the necessity to
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Fig. 1: The outcome of the disclosure interview as a function of match versus mismatch between the professional approach of
information provision and counselling, on the one side, and individual patient characteristics, on the other side.
individualise counselling and the limited value of
standardised practice guidelines but critically object
that this argument finally may prepare the ground
for falling back into prescientific standards excluding
the analysis and improvement of physician–patient
interaction out of the realm of empirically based in-
vestigation and optimisation. This objection is worth
considering but finally not compelling.
First, a consequence for the empirical validation of
differential disclosure strategies is to reconsider the
precise outcome measure to be assessed. The main in-
dicator of clinical utility would be the degree of match-
ing between disclosure strategy applied and individual
patient characteristics.
Second, the content and format for a disclosure in-
terview provided by Cunningham et al.1 are a very
valuable tool to be incorporated into an individualised
approach of telling the diagnosis. To that purpose, the
disclosure interview provided by Cunningham et al.
would not be used as a standardised guideline to direct
the course of the disclosure session but as a checklist
for the physician to make sure that no substantial is-
sues have been left out. An integrative approach com-
bining individualisation with comprehensiveness of
information provision may then follow a sequence of
three steps to tell the diagnosis of childhood epilepsy:
1. Initial provision of very basic information con-
cerning the child’s disease and treatment;
2. Individualised exploration of the subjective anx-
ieties, concerns and needs as a starting point
for corresponding counselling on specifically
adapted coping strategies and sources of pro-
fessional and social support. Communication
strategies of meta-communication can help to
make sure that the information provided is con-
tinuously matching subjectively relevant issues.
(“What are your major anxieties concerning the
diagnosis of epilepsy? What is the topic you want
to talk about next? Do you prefer to deal with
this issue right now or do you prefer that we talk
it through at our next session? Do you want to
write down major questions and concerns that
may come to your mind after our talk and bring
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the paper at our next meeting? Do you have
special needs, wishes and concerns where we
can support your child and your family beyond
the medical therapy?”);
3. Ascertaining comprehensiveness of information
following the disclosure interview by Cunning-
ham et al. (“There may be some other aspects of
childhood epilepsy we have not talked about yet
but may of importance for you. I can name you
some and you can tell me if you have questions
about them”.).
Reconsidering our efforts to develop guidelines for
best disclosure practice within the EBM paradigma
with at the same time acknowledging the neces-
sity of individualisation we are faced with a para-
dox: Any fixed, standardised guideline concerning
physician–patient interaction requires its flexible vio-
lation to realise the maximum of its efficacy.
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